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Abstract
Doctors are regularly confronted with requests for
sterilisation of mentally handicapped people who
cannot give consentfor themselves. They ought to act
in a medical vacuum because there doesn't exist a
consensus about a modelfor decision making on this
matter.

In this article a modelfor decision making is
proposed, based on a review of the literature and our
own research data. We have attempted to select and
classify certain factors which could enable us to arrive
at an ethically justifiable method of making a
medical decision.

In doing so we distinguish two major criteria:
heredity and parenting competence, and six minor
criteria: conception risk, IQ, age, personality, medical
aspects and prognosis andfinally support and
guidance for the mentally handicapped person. The
major criteria give rise to a "situation of necessity".
In this situation the physician is confronted with a
conflict of values and interests. The minor criteria are
of an entirely different ethical order. They can only be
considered once the major criteria have created a
"situation of necessity".

Ultimately it comes down to deciding whether the
benefits of sterilisation outweigh the drawbacks and
whether the means are appropriate to the end, where
efficient contraception is the end and irreversible
sterilisation is the means.
(7ournal ofMedical Ethics 1999;25:237-241)
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1. Introduction
The theme of sterilisation of the mentally
handicapped is currently very much in the news.
The world was recently dismayed to learn that
thousands of women were sterilised in Sweden
between 1935 and 1976 because their behaviour
was regarded as "unacceptable".
These sterilisations took place in a social

context, where it was assumed on the basis of sci-

entific hypothesis that all forms of mental retarda-
tion were hereditary.'

In the first part of this century eugenic sterilisa-
tions took place in many countries, all over the
world.
Applebaum wrote about the United States of

America:

"Eugenic sterilisation and the laws that allowed its
practice are not distant, either in time or
geography. By 1935, backed up by Buck v Bell
decrying 'three generations of imbeciles' as
enough, 30 states had passed sterilisation laws,
hoping to improve the population as a whole".2

As a result of these laws some 60,000 persons with
mental illness and mental retardation were
involuntarily sterilised during the first part of this
century.3 By 1937 225,000 people had been steri-
lised in Germany.4 New understanding has
progressively undermined the heredity argument.5
Moreover new developments in special educa-

tion and training such as normalisation6 and
mainstreaming7 have brought about a fundamen-
tal change in how mental retardation is viewed.
The Declaration on the Rights of Mentally
Retarded Persons in 1971 by the United Nations
Assembly, proclaims that the mentally retarded
person has, to the maximum degree of feasibility,
the same rights as other human beings.8
Most mentally handicapped persons now live in

a mixed environment. Consequently the question
offertility control is increasingly relevant. Moreover
a suitable form of conception control for mentally
handicapped people is not always easy to find.9
Doctors are regularly confronted with requests for
the sterilisation ofmentally handicapped people. In
the medical world there is no consensus about a
model for decision making in this area.
By drawing on the data available in the

literature, and drawing on our own research
data,'0 we have attempted to select and classify
certain factors which could enable us to arrive at
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an ethically justifiable method of medical decision
making when confronted with a request for the
sterilisation of an incompetent mentally retarded
person.

2. Major criteria for the evaluation of a
request for sterilisation
The points of departure for the evaluation of a
request to sterilise a mentally handicapped
person, unable to decide for herself or himself, are
the ideas of "respect" for and the "best interest" of
the mentally handicapped subject. The implica-
tion here is that the mentally handicapped person
must, as far as possible, be involved in the decision
making process." 3

Insofar as the mentally handicapped person is
competent to give informed consent, the decision
of the individual should be respected. When a
request for sterilisation is made by the parents or
the guardian of the mentally handicapped person,
the physician is confronted with a conflict of
values and interests. First of all the physician has
a duty to help the patient to reach full develop-
ment, including possible parenthood, on the other
hand he may not neglect his duty to make sure
that the patient has the ability to raise and care for
a future child.

If there are good and sound reasons for believ-
ing that the likelihood of a significant handicap of
the future child is very great and/or the quality of
the parental care would be minimal, a conflict
arises between these negative factors and the
legally protected right to have children.

This in turn means that the hereditary nature of
the handicap and the parenting ability must be
properly documented in order to arrive at an ethi-
cally acceptable decision.
We consider heredity and parenting ability to be

major criteria because they relate to the optimisa-
tion of procreation and the propagation of life.
The presence of one or both major criteria gives
rise to a socalled "situation of necessity".

Let us now examine these major criteria.

2.1. HEREDITY
Mental retardation can have various aetiologies,
hereditary or acquired: prenatal (single gene
defects, chromosomal disorders, complex malfor-
mation syndromes), perinatal (complications of
prematurity, hypoxic-ischemic insults, infection),
and postnatal (infections, toxins such as lead,
metabolic disorders, trauma, severe deprivation
and other factors). In about 60% to 75% of chil-
dren with severe mental retardation and in about
38% to 55% of children with mild mental
retardation we can establish an aetiology for the

mental retardation. In the other cases it is impos-
sible to pinpoint a cause.'4
The physician must therefore determine, as far

as is possible, what the cause of the mental retar-
dation is and what is the chance that progeny
could inherit the same disease.'3 Individualising
every case is very important. It is also important to
obtain a genetic opinion when prenatal diagnosis
is involved and to discuss the results with the par-
ties concerned. There is no reason to confuse this
with eugenics, as sometimes occurs.

2.2. PARENTING COMPETENCE
The degree to which somebody is a competent
parent can be seen as being on a continuum rang-
ing from 100% competent to 100% incompetent.
Every individual, including the non-handicapped,
can be located on this continuum. Somewhere
along this horizontal line there is a transition from
competent to incompetent.

Assessing parenting competence is a difficult
task, particularly when the assessor is required to
make this assessment when the person concerned
is still adolescent. An opinion based on a thorough
psychological and social study is desirable. Here
charting the individual's ability to manage on his
or her own (social viability), using existing scales,
may be of some assistance.13
As the child grows up the caring aspects of

parenting give way to more complicated tasks.
The consequence may be that the children leave

their parents' home, which can be highly disturb-
ing to the mentally handicapped parent. In this
connection Macklin and others have formulated
six characteristics for assessing parental compe-
tence: lack of verbal skills; obtrusive deformation
of reality; persistent malice towards children;
inconsistent value system; inability to transmit
essential survival information or a model for life,
and failure to establish and maintain interpersonal
relationships. "

3. Minor criteria
Apart from the major criteria, there are six minor
criteria which should be considered during the
decision making process. The minor criteria are of
an entirely different ethical order from the major
criteria. These criteria can really only be consid-
ered once the major criteria have created a "situa-
tion of necessity". Their purpose is to help with
the assessment of every individual situation.

3.1. RISK OF CONCEPTION
The first minor criterion is the risk of conception.
Many authors2 15 1818 21 22 refer to "risk of
conception" as an important element in the deci-
sion making process.
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Here various aspects are involved, including
fertility, the presence of members of the opposite
sex, sexual interest and sexual knowledge.
The first element is the fertility of the mentally

handicapped individual. When there is no fertility,
obviously, sterilisation is not needed. Another ele-
ment is knowing whether the mentally handi-
capped person lives or will live in a mixed-sex
environment. The expectations of the parents of
the mentally handicapped regarding the future of
their child in connection with marriage and
parenthood or in connection with building an
independent existence are likewise important ele-
ments. The appraisal of the future by professional
supervisors can give an indication of whether the
mentally handicapped person is likely to be
supervised throughout his or her life.
The third element relates to sexual interest.

This can be appraised by questions such as the
following: does the mental handicapped person
have sexual relations or is there reason to believe
that he or she will have sexual relations in the near
future; does the subject have a permanent
relationship or does the subject have fleeting rela-
tionships; is there inappropriate sexual behaviour;
is there sexual abuse; has pregnancy already
occurred, and has the subject already undergone
an abortion?
The fourth factor relates to any sex education

which the mentally handicapped person may have
received. An understanding of the anatomy and
physiology of the reproductive organs and the rela-
tionship between coitus and pregnancy is essential
if the subject is to be taught about contraceptives
and their use either unaided or with assistance.20 A
more broadly based approach could discuss sexual
experience and personal relationships.

3.2. IQ
The intelligence quotient is a relative criterion and
is most certainly not the most important. Far from
all societies attach as much importance to intelli-
gence criteria as we do. Intelligence quotient can
change over the years. A recent IQ is needed as
well as IQ values recorded over period of time.
This will help in assessing possible change.'3

3.3. AGE
If other ways of controlling fertility are available,
sterilisation can be delayed until the adolescent
reaches majority, or until his or her future is
clearer.20 The presence of a partner is, for
example, a significant development as the couple
may then decide whether to adopt contraceptive
measures and what these should be. Pharmaceuti-
cal developments, such as the administration of
subcutaneous gestagens, could offer attractive

alternatives in the future, particularly for adoles-
cent girls. Alternative methods to sterilisation
must have been tried and found unsatisfactory2'
before deciding for a sterilisation.

It is obvious that the situation is much more
complicated for boys/men than for girls/women,
because of the non-existence of acceptable
reversible methods of contraception.

3.4. PERSONALITY OF THE MENTALLY HANDICAPPED

PARENT
The evidence is that children benefit when their
parents have stable personalities. Low self-esteem
and feelings of inferiority make the task of raising
children more difficult. It is also important to have
a consistent system of values. The way in which
the parents experience and assess the external
world is a guiding factor. Behaviour may be
socially acceptable or violent and destructive."

3.5. MEDICAL ASPECTS AND PROGNOSIS
Medical assessment should determine if there are
other problems, such as epilepsy, depression, psy-
chiatric symptoms or handicaps that interfere with
sensory or motor function or both so that self-care
can be compromised.'3 It is also worth finding out
if medicines must be regularly taken which inter-
act with contraceptive drugs2' or which would
harm the fetus in the event of pregnancy.
A full prognosis is also important, particularly

for the assessment of adolescents when there is a
likelihood that their condition may improve.

3.6. SUPPORT AND GUIDANCE
It is also wise to find out if there will be enough
support and guidance for the relationship of the
mental handicapped person and for any children.
Parents and/or family and/or those in the the
immediate environment must be asked if they are
prepared to provide suitable support and guid-
ance both in emotional and material terms as well
as purely financially.'6

Often the mentally handicapped person is cared
for outside an institution and usually by parents. If
there is a risk of conception, particularly if he or
she is promiscuous, the parents are faced with
what is often an ethically demanding issue ofwhat
to do if the result is an unwanted pregnancy. Their
view on this matter should be at least as important
as the rights of the handicapped.

4. Conclusions
In conclusion we wish to propose the following
seven guidelines:

1. Before proceeding to the assessment of a
request for sterilisation with consent given in
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the patient's stead, it must first be determined
whether the mentally handicapped person is
capable of deciding for him or herself. Should
this be the case, the patient will be allowed to
decide and the standards of the informed con-
sent procedure will be applied.

2. The evaluation on which the decision to steri-
lise will be based will always be made on an
individual basis in the context of the
physician(team)/patient relationship on the
basis of one or both major criteria: is there a
hereditary factor and/or is there a lack of
parenting capability

3. In view of the medical, psychological, social,
educational, ethical and legal aspects of the
decision a multidisciplinary approach is essen-
tial.

4. The mentally handicapped person must be
involved in the decision making process as far
as this is possible.

5. The best possible use should be made of
opportunities for sexual education.

6. The decision making process regarding sterili-
sation must never be allowed to become a mat-
ter of urgency.

7. Counselling the parents can contribute to
ensuring that the contraception problem is sat-
isfactory resolved. A more broadly based
approach could discuss sexual experience and
personal relationships.

We grant the authority to take the decision to go
ahead with sterilisation to the parent or the legal
representative of the mentally handicapped per-
son after a process of multidisciplinary consulta-
tion between the parent or legal representative and
the patient's physician and his or her team. The
mentally handicapped person will as far as possi-
ble be involved in this process. The underlying
philosophy is a respect for private decision making
in the family. There are other possibilities, but we
do not discuss them here because this is not the
purpose of our paper.

Partners in the multidisciplinary consultation
process might include a (neuro)psychiatrist or
psychologist, a special educationalist, the general
practitioner, a social worker, and a specialist in a
discipline such as paediatrics, genetics, internal
medicine, gynaecology, urology etc, depending on
the case at hand." "3
The file on which the decision is based will

contain a medical report, a psychological report
and a social assessment.'3 17 22

Ultimately it comes down to deciding whether
the benefits of sterilisation outweigh the draw-
backs and whether the means are appropriate to

the end, where efficient contraception is the end
and irreversible sterilisation is the means.

Finally we wish to make it perfectly clear what
the difference is between these medical and ethical
proposals and any arrangements imposed by law.
Lawmakers cannot take account of the specific
characteristics of the individual case. We do not
support a "sterilisation law".
The individual approach, so fundamental to the

problems under consideration here, is lost the
moment it becomes enshrined in legal rules. None
the less legislation is needed in order to put an end
to the legal uncertainty surrounding this problem.
Societal control of the ethics of the medical action
taken is essential. Any legislation should deter-
mine the procedure whereby the decision is taken,
who should represent the mentally handicapped
person, who gives consent on his or her behalf,
and finally it should offer a way of reviewing the
decision in the event of dispute.
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News and notes

European Commission: call for research proposals
The European Commission is publishing calls for
proposals for research in the area of biomedical ethics
and bioethics in 1999, 2000 and 2001 under the Fifth
Framework Programme for Research and the Specific
Programme for "Quality of Life and Management of
Living Resources".
These calls are open to teams wishing to propose

either research projects or concerted actions, research
networks or conferences.
The first call's closing date is June 1999. A second call

should be published with a closing date in October
1999.
This call will be covering areas such as: Ethical

aspects of scientific and technological developments;
Ethical framework for the life sciences; Public policies,
law and bioethics, and Bioethics infrastructures and
methodologies.
For more details or an information pack please

contact Mr Maurizio Salvi at: fax: 32-2.299.58.88 or by
email: maurizio.salvi(dgl2.cec.be


